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Background: The progressive disease trajectory makes peo-

ple with dementia increasingly vulnerable and gradually

more dependent on others which can lead to admission

to a nursing home. Special interest in dignity in people

with dementia has led to a growing body of knowledge

towards promoting or hindering their dignity.

Aim: The aim of this narrative review was to synthesise

dignifying and undignifying aspects of formal and infor-

mal care for people with dementia within nursing homes.

Method: The electronic databases CINAHL, SCOPUS, PSy-

cInfo and PubMed were systematically searched with the

terms ‘dementia’ and ‘dignity’, complemented with the

use of snowballing and reference check. A total of 789

unique items were found. The search and selection pro-

cess was structured by the PRISMA framework, and both

authors formulated the criteria of eligibility. A metho-

dological check was performed using the critical appraisal

tool of Hawker. This process led to inclusion of 29 articles

which were reviewed with the help of the guidelines for

narrative synthesis by Popay et al.

Findings: The emerged dignifying and undignifying

aspects of formal and informal care are characterised by

either a successful or unsuccessful process of adjustment

towards changing abilities, preferences and care needs of

people with dementia. Three themes appeared as undig-

nifying aspects of care: ‘Stigmatisation and objectivation’,

‘Scarcity and hastiness’ and ‘Impending estrangement

and misunderstanding’. Four themes were identified as

dignifying aspect of care: ‘Personalisation’, ‘Respect,

attentiveness and encouragement’, ‘Attention for physical

care and bodily gestures’, and ‘Foster belonging’. Litera-

ture synthesis showed mostly relational aspects of care

concerning dignity in people with dementia. Formal and

informal caregivers are important in maintaining and

promoting their dignity.

Keywords: narrative review, dementia, dignity, indig-

nity, dementia care, nursing home care, elderly care, care

ethics.
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Introduction

Dementia is a syndrome that refers to more than fifty

diseases with deterioration of cognitive functioning as

main characteristic and of which Alzheimer’s Disease is

most common (1). Worldwide, around 50 million people

have dementia, and it is one of the major causes of dis-

ability and dependency among older people (2,3).

Depending on the type of dementia, the progressive nat-

ure of the disease follows a pattern in which different

stages can be distinguished, from a mild de-orientation

and memory loss towards an increased forgetfulness and

need for assistance until a near total dependence and

inactivity (4). Dementia is a chronic and progressive

illness that eventually leads towards death, although this

is not always recognised (5,6).

The disease trajectory makes people with dementia

increasingly vulnerable and gradually more dependent

on others. When cognitive decline leads to an increased

need of care, people with dementia may come to live in

nursing homes. Dignity preservation of those in need of

care can be seen as one of the aims inherent to nursing

care (7–9). Gastmans (8) argues that the ethical essence

of nursing is ‘providing care in response to the vulnerabil-

ity of a human being in order to maintain, protect and

promote his or her dignity as much as possible (p. 146)’.

Unfortunately, even though studies report the impor-

tance of maintaining dignity of persons facing a terminal

illness (10–12), people with dementia often receive

undignifying treatment and are ending their lives in pain

(13,14).

While dignity is sometimes referred to as a vague con-

cept, empirical and theoretical literature on the subject in
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general, and preserving dignity specifically, is extensive

(15). In the past decennia, multiple studies built the con-

ceptualisation of dignity based on experiences of termi-

nally ill and chronically ill patients in different stages of

their disease, as well as those of nursing home residents

(10,12,16–20). Chochinovs’ (10) dignity model describes

a broad spectrum of dignity-related themes, showing the

complexity of how dignity is experienced by terminally

ill cancer patients. The model consists of three major dig-

nity categories: illness-related concerns, a dignity-con-

serving repertoire and a social dignity inventory.

Different authors reflect on the multiple levels of and

perceptions on dignity and their interrelatedness, aiming

to further clarify the concept (21–23). Consistently, dig-

nity is perceived as something intrinsically held, a human

characteristic, and as well depending on and influenced

by external factors. Experiences of patients in institu-

tional settings confirm these insights (15,20,24). The atti-

tudes and behaviours of staff appear highly influential on

whether residents’ dignity is bolstered or fractured

(11,19). Asymmetrical relationships might endorse viola-

tions of dignity, as well as processes of rudeness, indiffer-

ence and disregard. (25).

Increased interest into the dignity of people with

dementia has led to a growing body of knowledge in

recent years which help to further conceptualise dignity

for this patient group (26). A better understanding of

undignifying dementia care practices might provide

important knowledge for dignity preservation. To our

knowledge, a review incorporating the different perspec-

tives within the care-triad and including both dignity-en-

hancing and hindering characteristics of care has not yet

been performed. The aim of this narrative review was to

synthesise dignifying and undignifying aspects of formal

and informal care for people with dementia. The leading

question guiding this review process was ‘Which aspects

of formal and informal care can be described as dignify-

ing or undignifying, for people with dementia?’

Methodology

A narrative approach was chosen for this literature

review, aiming to synthesise findings within and between

studies towards dignifying and undignifying aspects of

care. In order to structure the search and selection pro-

cess the Preferred, Reporting items of Systematic Reviews

and Meta-Analyses (PRISMA) (27) was followed. The

consecutive phases of the narrative synthesis framework

of Popay et al. (28) were used to guide the analysing pro-

cess. First we developed a primary theory through inter-

pretation of the findings (step 1) followed by a

preliminary synthesis through establishing patterns (step

2). Thereafter, we explored the relationships in and

between the included studies (step 3). The analysis ended

with assessing the robustness of the synthesis (step 4)

including a critical reflection on possible assumptions

made which stimulated reflection on own perspectives

and expectations of both authors.

Data search

A systematic search with the use of the terms ‘dementia’

and ‘dignity’ was performed. The electronic databases

CINAHL, SCOPUS, PsychINFO and PubMed were used

during September and October of 2018 (see Table 1).

Thereafter, searching techniques such as snowballing and

reference check amplified the search strategy. This pro-

cess resulted in a total of 1233 items transferred into Ref-

Works which excluded 442 duplicates leaving a total of

791 unique items.

Data selection on eligibility

These items were screened on title and abstract by the

first author, based on the following primary inclusion

and exclusion criteria: written in English, published

between 2003 and 2018, peer-reviewed, and having a

clear relation or relevance to the topics of dementia and

dignity. This first step of exclusion left 273 selected items

which were transferred into Covidence for a second

screening. Subsequently, more specific criteria for eligibil-

ity were formulated by both authors; studies that used a

qualitative research method to investigate/explore the

phenomenon, and performed within a comparable con-

text, meaning countries with a similar welfare state and

elderly care facilities (see Table 2).

Both authors separately screened the titles and

abstracts, followed by a dialogue in which three clusters

of articles appeared. Articles with a specific focus on (a)

dignity and dementia, (b) dignity within nursing homes

and (c) end-of-life care for people with dementia. The

authors decided that for inclusion, articles should belong

to one of these clusters, in line with eligibility criteria

four. This process left a selection of 65 articles for full-

text screening and further dialogue about their applica-

bility, mainly based on the used methodology or research

setting. This resulted in the inclusion of 29 articles (see

Fig. 1. PRISMA flow chart).

Table 1 Electronic database search strategies

Database Search strategy Items

CINAHL Find all my search terms: ‘dementia AND dignity’ 266

PsychINFO (Dementia and dignity).ab 154

PubMed ("dementia"[MeSH Terms]

OR "dementia"[All Fields]) AND dignity[All Fields]

255

Scopus Dementia AND dignity (filter: open access) 120

Dementia AND dignity (Title+Abstract+Keyword)s) 380

(Un)Dignifying aspects of dementia care 819

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
on behalf of Nordic College of Caring Science
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Quality assessment

The selected articles were checked on quality of

methodology by using the critical appraisal tool of Haw-

ker (29). This enabled the validation of methodological

rigour on nine aspects possibly cumulating to a maxi-

mum of 36 points. Through appraising, 23 included arti-

cles were classified as fair (27–35 points) and six were

classified as poor (18–26). In dialogue, the authors

decided in light of the scarcity of studies found, when

substantively relevant, not to exclude the items with a

poor score. Studies belonging to this group were dis-

cussed during analysis, and findings were properly

weighed throughout the narrative synthesis using the

framework of Popay et al. (28). See Table 3 for all char-

acteristics of the included articles.

Table 2 Inclusion and exclusion criteria

Inclusion criteria Exclusion criteria

1. Articles written in English, peer-reviewed, published

between 2003 and 2018. Full-text available

1. Editorials, book reviews, open letters, pictorials, brief items, comments,

book(chapters), thesis, conference proceedings

2. Geographic: European, North American, Canada,

Australia (other Western countries)

2. Geographic: India, Japan, Saudi Arabia, South Africa, Korea, Russian

(other non-Western countries)

3. Studies that used a qualitative research method to

investigate/explore the phenomenon

3. Quantitative, theoretical studies and review articles

4. Articles focussing on combination of at least two of the

following themes: dementia, dignity, dignity-enhancing care,

end-of-life care and nursing home care. Articles

belonging to one of the three formulated clusters

4. Articles focussing on incontinence, technology, feeding or nutrition,

shoe-fitting, mouth-care, sexuality, medicine, physical restraints, clothing,

doll/art/music/creative therapy without a main focus on dignity

Records iden�fied 
through database 
searching (n=1175)  

Addi�onal records iden�fied 
through snowballing, reference 
check and author check (n=58)  

Excluded duplicated (n=442)  
Unique ar�cles 

(n=789)  

Records screened 
on �tle and 

abstract (n=273)  

Records excluded based on 
abstract screening on language, 

published year and topic (n=518 ) 

Records excluded based on 
research method and context 

(n=208)  Full-text ar�cles 
assessed for 

eligibility (n=65)  Full-text ar�cles excluded based 
on qualita�ve research method 

and not belonging to the 
formulated clusters (n= 36)  Studies included 

in qualita�ve 
synthesis (n=29)  

Figure 1 Prisma flow chart (1).

820 W. van der Geugten and A. Goossensen

© 2019 The Authors. Scandinavian Journal of Caring Sciences published by John Wiley & Sons Ltd
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Findings

Included articles originated from the United Kingdom

(N = 6), United States of America (N = 2), Australia

(N = 1), Canada (N = 1), the Netherlands (N = 5), Nor-

way (N = 7), Sweden (N = 3), a combination of Nordic

countries (N = 1) and Austria (N = 1). Two third of the

included articles (N = 21) had a specific focus on people

with dementia and dignity (30–50). The qualitative data

within the other studies addressing dignity within the

nursing home (N = 8) occasionally showed the inclusion

of this patient group and were therefore included (51–

58).

From the included studies, 12 address the main topics

of this review, namely ‘dignity, dementia and nursing

home care’ (30,31,33–36,39–,44,46). Only three studies

were found explicitly focusing on dignity in end-of-life

care for people with dementia within a long-term care

setting, demonstrating the scarcity of research on this

specific topic (31,33,40) (see Fig. 2. Clusters). None of

the included studies referred to a specific scale to deter-

mine the stage of dementia but address them by ranking

from a mild cognitive impairment, to moderate dementia

until advanced dementia. The setting of the studies [e.g.

home, day-care or nursing home] together with the use

of qualitative data such as fieldnotes and citations helped

to empathise with and validate the described stage of

dementia to some extent. Within 12 studies, people with

dementia were included as participants for interviews,

observations and focus groups (32–39,42,47–,49). While

most studies combine two or more stakeholder groups as

participants for data gathering, some studies (N = 6)

solely include family caregivers (31,44–46,50,54) or

include only healthcare professionals (N = 4)

(41,52,53,57). None of the included articles report on

informal care of volunteers and their specific contribution

in maintaining dignity. All included studies use qualita-

tive methods, and the larger part of the studies is inter-

view-based (N = 18) (30,31,37,38,44–49,51–,58). The

other studies use observations (39,42), focus groups

(32,33,41), a combination of observations and interviews

(34–36), focus group and interviews (50), observations

and focus groups (43) or all three qualitative research

methods (40).

Synthesising the findings within and between the arti-

cles, seven themes were identified as main characteristics

of dignifying and undignifying aspects of dementia care

(see Fig. 3). Three subthemes hindering dignity were

identified: ‘Stigmatisation and objectivation’, ‘Scarcity

and hastiness’ and ‘Impending estrangement and misun-

derstanding’. Four subthemes promoting dignity were

established: ‘Personalisation’, ‘Respect, attentiveness and

encouragement’, ‘Attention for physical care and bodily

gestures’ and ‘Foster belonging’. Furthermore, dignifying

care practices are characterised by a continuous process

of adjusting and conciliating towards changing individual

needs, capacities and preferences of people with demen-

tia. In contrast, undignifying aspects of care are charac-

terised by an ignorance or inability to adapt and attune.

Undignifying aspects of dementia care

Stigmatisation and objectivation

Multiple studies (N = 7) refer to generalising processes of

stigmatisation, labelling and objectivation as dignity vio-

lation (31,35,39,43,48,56,58). These can be practises of

stigmatisation of the frail and elderly in general or specif-

ically towards people with dementia (43,48,56,58).

Objectivation takes form when patients are reduced to

units of work, objects or things to be done to, or when

they are treated as vegetables (32,39,54). Professionals

depersonalise residents when they approach them as

demented or mad and treat them as a homogenous group

(31,32,35,39,44,48,52,54). Some studies acknowledge

that being ill or being admitted to a nursing home in

itself is not hindering dignity (56–58). Rather, people

with dementia and nursing home residents fear the loss

of identity and individuality (49,55,57,58). Studies show

that undignifying situations arise when professionals fail

to see residents as unique individuals and when care is

not tailored to the individual needs (34,51,57,58). The

organisational design can jeopardise person-centred care,

and care home rules can undermine residents’ choices

which sometimes leads to humiliating, infantilising or

paternalising processes (31,49,51,52,54). Research indi-

cates that some professional attitudes can intensify these

processes such as being bossy, enforcing their will on the

person, being disrespectful or rude, not taking the resi-

dent seriously or badly disguising a manoeuvre ofFigure 2 Literature clusters.

(Un)Dignifying aspects of dementia care 831
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diversion (43,44,58). When professionals are not commu-

nicating with patient or talking over their head, they

ignore the relationality of the resident (35,54). Undigni-

fying care practices which objectivate or stigmatise led

residents feel worthless, meaningless and useless

(47,48,56,58).

Impending estrangement and misunderstanding

The process of dementia makes social interplay increas-

ingly demanding, and people with dementia have diffi-

culties upholding relational connectedness due to their

cognitive impairment and physical frailty (48,49,55).

Incomprehension between people with dementia living

together occur and interactions sometimes lead to undig-

nifying judgements towards each other (43,46). For their

own well-being, people with dementia are sometimes

placed outside the social group into a more calm and

quiet environment (33,42,43). Care practices of outplace-

ment might violate dignity of people with dementia and

provoke feelings of abandonment and isolation

(34,53,54). In addition, a living environment with locked

doors and windows induces feelings of captivity and

estrangement and therewith threatens their dignity

(34,42,46).

Family caregivers might feel estranged from their own

relative when their personality and cognitive abilities

change (50). After admission to a nursing home, family

can experience mental or physical barriers to stay

involved due to the structure of departments or difficul-

ties with the characteristics of the patient group (46).

When social networks shrink or when few living family

members remain, residents feel further alienated

(55,56,58). Limited relationships between residents and

few opportunities for dignifying relationships and

encounters with care professionals foster estrangement

(55).

Some studies suggest that people with dementia are

vulnerable to undignifying care practices when their

inability to clearly communicate leads to a lack of under-

standing of their suffering and wishes by the professional

care providers (42–44,54). Unnecessary suffering in the

end of life is linked to misunderstanding and the lack of

acknowledging that someone with dementia is dying can

lead to a confused approach to care (33,40,41,45,51–

53,55).

Scarcity and hastiness

Almost a third of the included studies (N = 9) addresses

the scarcity of time and resources as an important influ-

ence in hindering dignity for nursing home residents

(31,34,35,43,51,53,56–58). Shortage of time creates a

general atmosphere of hastiness and business and lowers

the quality of care (31,34,35,52,53,57,58). It forces care

professionals to be efficient, prioritise care practices and

to be task-centred (35,53,58). Research indicates that

professionals under pressure provide basic care and limit

their focus to their main responsibilities and getting the

job done (31,35,41,52). Unfortunately, hastiness can

trickle down to the way care is provided and might lead

to ethically questionable situations (53). Some included

studies report grave feeding situations in which food is

shoved into the mouth of a resident, or every resident is

given a sipping cup (31,54). Furthermore, a shortage in

staff leads to a lack of time and attention to be spent on

the residents (55,58). Research exemplifies the time in

which residents are waiting for care as an undignifying

situation (51,56–58). When they are cared for by stran-

gers, due to a lack of continuity in staff and a high

amount of temporary workers, the ability to establish

dignifying relations is limited (31,45,46,51,58). Conse-

quently, scarcity and hastiness of professional caregivers

make residents feel neglected, overlooked, forgotten or

being left helplessly alone (48,54,56).

Dignifying aspects of dementia care

Personalisation

Over two third of the included studies (N = 21) explicitly

report that being confirmed as a unique human being,

namely a person with a unique personality and identity,

is important for dignity preservation (30,31,33–

39,42–,44,46–,49,51,52,54,56,57). Multiple studies

(N = 11) suggest that personalisation and individualisa-

tion are essential dignifying aspects of care

(31,34,36,38,39,42,44,46,50–52). Some studies refer to

Figure 3 Dignifying and undignifying aspects of dementia care.
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providing person-centred care (35,44,52), address the

importance to continue the self and identity (36,43,56),

or point to respect and acknowledging personhood

(30,35,44,49). Dignifying professional care practices are

characterising the resident, appreciating idiosyncrasies

and seeing their personalities by taking interest for their

background, past roles, hobbies, beliefs and values

(31,35,44,51,52,57). This also means having respect for

someone’s identity and individuality including their per-

sonal choices, beliefs and wishes (35,41,52,55,57).

Research suggests the importance for residents to con-

tinue enjoyable and identity-strengthening activities,

associated with previous or present interest and formal

or informal skills (44–49,52,55,57). When cognitively

able, storytelling can maintain identity for people with

dementia (36). To look back at one’s own life and appre-

ciate achievements such as honourable employment and

establish a family can induce dignifying feelings of grati-

tude and pride (36,47,58). Formal and informal care-

givers can stimulate to focus on the present, accept the

situation and recognise meaning in the here and now,

which is suggested to preserve dignity (49,50,58).

Respect, attentiveness and encouragement

Treatment with respect is described in numerous studies

(N = 18) as being inherent to dignifying care practices

(31,32,35,39,41,42,44,45,47–49,51–,53,55–,58). Studies

based on the lived experiences of people with dementia

showed their wish of being met as an equal human being

with equal human worth (35,42,47–49). Dignifying

care practices ensure that residents feel like an active

participant and expert on their own life (34–

36,42,46,48,49,58). Professionals can show respect for

self-determination of residents with mild cognitive

impairment by informing about individual preferences

and involving them in the care process (51–53,57).

Respect for personal boundaries, privacy and personal

space preserves dignity of residents (33,42,43,51,52,57).

Consequently, care professionals are in need of compro-

mising skills in order to respect wishes and perform the

duty of care (41,51). Working with a patient group with

possible behavioural difficulties demands knowledge

about whether, when, how and why to interfere in

potential problematic and dignity-threatening situations

(43,46). Professionals need to balance between protecting

a resident who is subject to violation and avoiding viola-

tion of the acting person while interfering (43,57).

Multiple studies (N = 9) mention insecurities of people

with dementia and the need to provide confirmation and

encouragement (34,35,42,43,46–48,50,54). Studies report

that a dignifying professional attitude is emphatic and

compassionate (31,38,39,44). Deterioration of cognitive

functioning, gradual loss of control and the prospect of

large dependency on others is perceived as an

undesirable situation depriving a person of their dignity

(34,40,42,44,45,49,51,57,58). Both formal and informal

carers should compensate for inabilities with adjustive

and adaptive support (42,46,50). Research suggests the

importance of not depriving people with dementia of

capacities that are still intact and of not making decisions

over their head (43,51–54).

A professional attitude of attentiveness is one of the

recommendations provided by the literature for enhanc-

ing dignity (31,40,42,50,52). Attentiveness refers to hav-

ing a genuine interest in the person with dementia,

trying to understand them (37,48,50). This can be shown

by taking time for the person and listening to them

(35,36,48,51,52). Over a third of the studies (N = 11)

report that people with dementia and residents of nurs-

ing homes feel more dignified when they are taken seri-

ously and listened to (34–36,38,48,49,51–,53,57,58).

Practices that make the person feel worthwhile, accepted,

understood, acknowledged and loved, enhance dignity

(42,44,47–49,51,56).

Attention for physical care and bodily gestures

Studies report that bodily appearance of the resident is

important for upholding dignity (44,46,51,57,58). When

residents are reliant on others for bodily care, maintain-

ing dignity is related to being clean, looking well-

groomed, being dressed nicely, being bathed when

desired and having a moisturised skin (44,45,51,57,58).

This process can foster feelings of human worth, allowing

the person to feel better about themselves, but also

prompts respectful treatment by others and promotes

their dignity (44).

Various studies (N = 8) suggest the importance of

including the body in personalising and approaching peo-

ple with dementia (39,42,44–46,51,57,58). While their

cognitive and verbal capacities are minimising, bodily

and facial expressions increasingly take over the commu-

nication process. New opportunities and alternatives for

understanding people with dementia can be created by

being attentive to bodily gestures (35,36,39,42,50). Con-

sequently, nursing home staff needs to be well trained

and educated, within the field of dementia care and com-

munication with individuals who no longer have verbal

capacity (31,35,41,42,57). Examples of dignifying bodily

language of the caregiver are using a certain tone of

voice, speaking politely, being calm and friendly, and

smiling from time to time (42,44,48). Furthermore, for-

mal and informal carers can consciously activate engage-

ment through the senses for people with dementia

(33,42). Dignifying care practices incorporate the use of

senses and imagination in order for people with dementia

to enjoy their surroundings and facilitate interaction with

others (33,42,47). Even for them nearing the end of life,

outside spaces can be used to enable sensory engagement
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by feeling the sunshine on the skin, hearing birds sing

and smelling the scent of flowers (33).

Foster belonging

The quality of relationships and relational interactions is

described in a third of the included studies as dignifying

aspect of care (35,41,44,47–50,55,56,58). A fair amount

of studies (N = 11) point to the dignifying role of family,

relatives and loved ones (32,33,37,44,46,48–50,55,56,58).

The support of informal caregivers during daily activities

while still living at home can preserve a dignified life for

people with dementia (48,49). Feelings of belonging can

be strengthened through interaction with their children

and grandchildren, in which they can feel significant,

connected, respected and of value (32,48,50). Engage-

ment with family, continued contact and regular visits

can maintain dignity after admission to a nursing home

(32,33,45,46). In order to keep a sense of connectedness,

family and loved ones have to explore new ways to com-

municate with their relative and find ways to engage in

meaningful activities (42,46,47,49,50). The progressive

nature of dementia requires a continuing effort of them

to be on the same wavelength, have the ability to calmly

attune to their relative with dementia and adjust expec-

tations (46,50).

Professional care has to answer to relational needs, like

the need for conversation, involvement and inclusion

(35,44,48,55). Studies recommend to communicate and

talk to the resident, even when people with dementia

have communicative difficulties or have lost dialogical

abilities (44,50,51). Thereby, it is important that care pro-

fessionals compose groups of patients that fit together and

facilitate activities and conversations between residents

with similar levels of functioning (42,46). These contacts

become beneficial relationships and people with dementia

experience less disrespect from the outer world in the

nursing home (49,56). A homely feel can be created by

enabling residents to bring their own possessions such as

pictures, furniture and personal items (33,45,49,57).

Besides the social engagement, the nursing home envi-

ronment and the importance of meaningful relations,

studies suggest that dignity is bolstered by spiritual engage-

ment. This can refer to experiencing transcendental and

spiritual meaning, maintaining religious beliefs and inter-

nal values as well as feelings of closeness to God or sensa-

tional connectedness with nature (33,44,47,54,58).

Discussion

Reflections on the findings

This narrative review contributed to the knowledge on

both dignifying and undignifying aspects of formal and

informal care for people with dementia during their

disease trajectory and while living in a nursing home.

Despite differences in scope, perspective and method, the

included articles show consistent findings, highlighted

though different aspects of care. While existing dignity

models are partly constituted of personal factors influenc-

ing dignity (10,16,17), this review suggests the predomi-

nance of dignifying relational aspects in the context of

caring for people with dementia. Although the disease

trajectory and future prospects may threaten dignity, the

quality of the care relation, being treated with respect

and being met as a unique individual with own personal-

ity, appears to be of greater importance. Dignifying

aspects of formal and informal care are characterised by a

process of adjusting and attuning to changing abilities,

identity, preferences and care needs of people with

dementia. In contrast, undignifying aspects of care ema-

nate from an ignorance of or inability to acknowledge

and reconciliate with the changing person with demen-

tia. Therewith, a relation can be found between the

emerged dignifying and undignifying aspects of care and

the formulated malignant social psychology and psycho-

logical needs of people with dementia by Kitwood (59).

Hence, dignity-enhancing care practices might overlap

with person-centred approaches of care (44,52,60,61). In

order to preserve and promote the dignity of people with

dementia, it is important to acknowledge their person-

hood and grasp their uniqueness. Personhood can sustain

by close emotional bonds between the person with

dementia and their family and good relationships with

professional caregivers (62).

This review focused on both dignifying and undignify-

ing aspects of formal and informal care for people with

dementia from different perspectives: the professional,

the family and the patient. Contradictions between per-

spectives of each stakeholder group on dignifying or

undignifying aspects of care were not found. Small dis-

crepancies can be explained by the place of each stake-

holder group within the care process and associated

experiences. The applicability of some findings can

depend on the stage of dementia with corresponding cog-

nitive abilities, and interpretations of dignifying and

undignifying aspects of care might differ in the context of

an anticipated death. Furthermore, differences between

aspects of dignifying and undignifying formal and infor-

mal care are to be expected considering their different

roles, responsibilities, expectations and relation to the

care recipient. For instance, undignifying aspects of care

as scarcity and hastiness is generally linked to profes-

sional care while family caregivers play an important role

in fostering belonging and personalisation. As Lindemann

(63) advocates, the family has a special responsibility in

holding a person with dementia into their identity.

Therewith good identity holding consists of backward-

looking stories that are still relevant and forward-looking

stories which create space for a person to change. In
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contrast, wrong identity holding appears when family

persists in stories no longer relevant or untruthful for-

ward-looking stories, for example a miracle curation

(63). While knowing the other is important for different

dignifying aspects of dementia care, it could also compli-

cate and result in undignifying care practices. For loved

ones, it could be harder to adjust and accept the change-

ability of the relative with dementia which might cause

estrangement. Studies suggest that family perceive the

disease trajectory and particularly the end of life with

dementia as undignifying and dehumanising (40,44,45).

They could struggle with letting go of old identity and

personality and establish feelings of loss and grieve. A

continual tuning in is required, characterised by an open-

ness towards the person with dementia and their ongoing

changeability (50). This relational skill can be referred to

with the notion of engrossment, as a nonselective atten-

tion and an attitude of warm acceptance and trust, which

focuses on the receiving of the other (64,65). Engross-

ment is not a passive receptivity. In order to effectuate

the receiving of the other, the caregiver must ‘empty’

themselves of their own content and own projects need

to be set aside (64,66). This might lead to the disclosure

of insiderness, the personal world and frame of refer-

ences of the care receiver, where from a caring response

can be generated (67). While it is accepted for family

caregivers to focus on their own relative, nursing home

staff need to divide their attentiveness in order to avoid

objectivation and stigmatisation and provide personalised

care.

The progressive nature of the disease challenges both

relatives and professionals in disclosing the insiderness

and recognising the changing personhood and unique-

ness of people with dementia. This is even a greater chal-

lenge in the advanced stage of the disease in which

people living with dementia are no longer able to

actively participate in a relational process of memory

sharing and verbally expressing appreciation towards

others (4,68). Attention for bodily gestures helps to over-

come some of these difficulties. By physical presence,

information about the care receiver can be gathered

through nonverbal bodily cues, facial expressions and

posture (69). Close relatives can be seen as advocates of

their loved one and inform professional caregivers on

preferences, personal history and help to translate bodily

movements and facial expressions. Awareness and deeper

understanding of nonverbal behaviour illuminate the

richness and significance of behaviour that previously

would be unrecognised (39,42,70). This will create new

opportunities for communication and ways to develop

interpersonal relationships. Nonetheless, although verifi-

cation and reciprocity in the care relation are important

from a care ethical perspective (71), the meaningfulness

of provided care should not be dependent on the per-

son’s capacity to respond (8).

Methodological rigour and limitations

This narrative review combined methodological procedures

to strengthen the quality: PRISMA guidelines structured the

selection process, methodological rigour of included articles

was checked using Hawker’s tool and the four steps of nar-

rative synthesis by Popay et al. directed the analysis (27–

29). Despite the comprehensive search and the dialogical

and reflective process of selection and analyses, there are

some limitations that may have influenced the review find-

ings. Firstly, the literature search was limited to four elec-

tronic databases and the terms of ‘dignity’ AND ‘dementia’,

even though our aim was to also incorporate indignity (see

Table 1). This search strategy, combined with snowballing

and reference check, generated articles on both dignifying

and undignifying aspects of care, but a more extensive

search strategy may have resulted in more complete find-

ings. Secondly, the data collection and first screening were

performed by the first author and might have led to prelimi-

nary exclusion of possible relevant articles. The authors

attempted to prevent this bias by formulation of criteria for

eligibility prior to this process (see Table 2). Thirdly, limita-

tions of findings might occur due to the decision to only

include studies which uses qualitative research methods as

well to exclude grey literature and books. Important infor-

mation and practical experiences on dignity-enhancing

dementia care could be missing. Both authors acknowl-

edged possible shortcomings and are aware of the broad

field of literature on dementia and dementia care.

Conclusion

This study aimed to synthesise dignifying and undignify-

ing aspects of formal and informal care for people with

dementia. Narrative synthesis showed that dignifying

aspects of care are characterised by a process of adjusting

and attuning to the changing abilities, personality, prefer-

ences and care needs of the person with dementia. In con-

trast, undignifying aspects of care are characterised by

unsuccessful processes of acknowledging and conciliating

with the changing person with dementia. These processes

especially threaten dignity in people with severe dementia

because of their total care dependency. Their vulnerability

towards undignifying care practices is reinforced by the

lack of reciprocity in the care relation and diminished

conversation and communication skills. Formal and infor-

mal caregivers have the ability to contribute to preserving

the dignity of people with dementia, especially in the later

stages of the disease.

Practical implication

This narrative synthesis fills a knowledge gap about

aspect of care that could enhance or threaten the dignity

of persons with dementia. Findings can be used for
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reflection on healthcare practices and within educational

programmes.
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